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Hospital experiences of older people with intellectual disability: Responses of group home

staff and family members
Abstract:

BackgroundThe study reports on hospitalization experiences of older adults with intelllectua
disability living in group homes.

Methods Grounded Dimensional Analysis was used to guide data collection and analysis. Group
home residents were tracked prospectively over a three year period. im$ameee conducted with
family, group home and aged care staff and managers, and some residents.

ResultsFindings highlighted the difficulty people with intellectual disability exgece in hospital
settings. Findings revealed extensive strategies undertaken by faemibers and group home

staff to improve hospital experiences. Ageing of the family members andgtafiplications for
group homes complicated efforts to improve hospital experiences.

ConclusionsThe current absence of systems to accommodate the special needs of people with
intellectual disability in hospital settings has significant consequeacgsdup homes, family
members, hospital staff and residents. Most hospital systems appear to belesigried to care

for this vulnerable population.

Keywords. hospital, intellectual disability, group homes, communication

Introduction
Rapid improvements in health care and living environments have led to dramatic imprts/eme
life expectancy for people with intellectual disability (ID) (Janicki|tD@ Henderson & Davidson,
1999; Yang, Rasmussen & Friedman, 2002). However, people with ID continue to experience a
higher burden of iliness than the general population (Beange, McEIlduff & ,B&&5; Brown &
Gill, 2002; Connolly, 2001; Fisher & Kettl, 2005; Janicki, Dalton, Henderson & Davidson, 1999;

Walsh, Kastner & Criscione, 1997). This difference is reflected in over-eged®n of people
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with ID in hospital settings (Janicki, Dalton, Henderson, & Davidson, 1999; Walsler Hethupf
& van Schrojenstein, 2001).

Relatively negative hospital experiences of people with ID have been dutewshie several
prior studies (Dewar, Trocher & Watson, 2003; Horwitz, Kerker, Owens, & Zigleono &
Davis, 2003; Mencap, 2004; Wallace & Beange, 2008). Reported problems include: staff
inattention to basic needs such as toileting and nutrition, poor communication betweandstaff
patient, over sedation, medication errors, patient fear and anxiety, insuffiaiamhanagement and
poor discharge preparation (Durvasala & Beange, 2001; Hemsley, Balandirh&rT2g08;
Ouellette-Kuntz, Gardin, Lewis, Minnes, Martin, & Holden, 2005).The role of fasnitiarticularly
parents, has been prominent in the literature but the hospitalisation expeoieoides people who
no longer live with their parents and who live in supported accommodation or independently has
not been examined (Backer, Chapman & Mitchell, 2009). Most of the studies examinirtglhospi
experiences of people with ID have reported an ongoing family presenceinsesn24 hours/day,
during hospital stays. Parents have described this vigilance as necessanyd@eequate care,
safety, and minimizing fear and anxiety (Bowers, Bigby & Webber, 2009 stlégnBalandin &
Togher, 2008).

It is probable that younger persons with ID who are in hospital will have pal@atoa
provide ongoing care. Older adults with ID, however, are more likely to live in comnhasied
supported accommodation and to have parents who are unavailable due to death or age-related
illness (Bigby in press; Emerson, Hatton, Felce & Murphy, 2001). In the UK, &ongbe, for
people with intellectual disability under 50 years the ratio of those livirtgeifaimily home to
those living in supported accommodation is 70:30; by contrast, the ratio for those aged sver 50 i
30:70 (Emerson, Hatton, Felce & Murphy, 2001).

This paper uses a subset of data from a larger, longitudinal study that waedés explore
the pathways into residential aged care (nursing homes) for people agéirmg witellectual

disability who are living in group homes. This paper focuses on perspectives of grougdidme s
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and family members concerning hospital experiences of group home residéntsngnthe

strategies they used to support residents while in hospital.

M ethodology
Consistent with the exploratory purpose of the study, we chose a qualitative geeerating
methodology, Grounded Dimensional Analysis, to conduct the study (Bowers & 18ana2009.)
This is a ‘second generation’ Grounded Theory methodology (Morse et al, 2009). Based on t
same theoretical foundations (symbolic interaction) as other Grounded Thebodoiegies, and
following the same general procedures Dimensional Analysis is distireglis/ the timing and
sequencing of theoretical sampling and by the absence of focus on basipwmesses (Glaser,
1967)
L ocation and Sample
The study took place in Victoria, Australia in 13 group homes, each with betweenidebites
which were managed by seven government or non-government disability orgasisaltie group
home program aims to support residents to learn new skills, make choices abdite drei be
active in their community. Rostered staff support residents with household mamageeif care,
personal hygiene and community participation (Department of Human Service, 2000hokhes
have sleepover staff who are available for emergencies but not geeapaited to be awake
during night time hours. Group home staff are not trained to care for people with serbusnic
health conditions, but have basic first aid training.

Participants included: 17 residents with ID from a group home (aged 49 to 81 at first
interview) who were the focus of each cluster, in all but one case at least dyariamber, group
home staff and, for those people who moved during the course of the study a residedtizdre
staff or managers plus other people who were relevant to the study. A total of S55vpe@ple
interviewed, consisting of 17 family members, 16 house supervisors, 11 accommodatiamprogr
managers and 11 staff in aged care facilities. Only one person, a house marchged, iebe

interviewed. This person left the organisation and the replacement house manageestigsequ
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agreed to be interviewed. In all, 130 interviews were conducted with between 3 andeGipéapl

‘clusters’ centred round each of the 17 residents with ID.

Agencies were recruited first by telephone and, if the agency wasahigdo its staff taking
part group home supervisors were sent a letter with details of the study inviting their
participation. Once staff in a group home had agreed to take part, supervisors were asked to
send or make available flyers to family members of group home resident who werev45. dihe
flyers explained the study and invited family members to participate. stedriamily members
either contacted the recruiter directly or passed their contact detgutsuiw home supervisors to
pass on to the research team. Where feasible family members discussguapantio the study
with their relatives who lived in a group home but in all but one case due to their inability to
provide informed consent, family member signed the consent forms. The study wasdypr the

Human Research Ethics Committees at the Australian Catholic Univansitiya Trobe University.

Data collection

Data were collected and analysed by an interdisciplinary researchTteamrimary researchers
used in person and telephone interviews to collect data. Group home supervisors and family
members were interviewed separately, between two and four times over 2 Y2Aldasagh some
people with ID (residents) were present during the interviews with fangilpbers few participated
in the discussion due to the severity of their impairment, frailty or difficulgoaimunication. The
data presented here is drawn from family members, group home (including house stgpands
program managers) or aged care staff Initial interviews were conductedam @erd the two

follow up interviews with non-residents by phone. In the case of residents who moved to aged
care, interviews were conducted with staff and managers of residentialeagedtthe time of
move in and again at about six months. Although they were not asked directly about other
residents, house managers also talked about other residents who had experiemcehkemits

and how those situations had been addressed.
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Following the Grounded Theory Methodology, early interviews were very nonidéect
asking participants to talk about ageing in a group home, what were the issues, hoeingjd ag
matter in group home life, and how they had responded to ageing of their family member or
resident. During analysis we discovered that hospitalization frequeqtjgted a move to
residential aged care. This led to a more focused data collection and apidhygspital
experiences. All accounts of hospitalization were retrospective as we diolleot data during any
hospitalizations. Interviews were, transcribed and distributed to the team li@wisnanalysis was
conducted on each interview prior to conducting follow up interviews. Follow up interviesgs we
not always conducted by the same researcher. However, as the ergirehrésam was involved in

analysis of each interview, interviewers always had knowledge of pasiems.

Analysis

Analysis was done collaboratively by the research team (Caron & Bo2@030; Bowers &
Schatzman, 2009; Strauss, 1987). In keeping with the theory-generating apprdpahteeaews
were open and exploratory, evolving over time to facilitate axial and selectding. For example,
initial interviews were replete with references to hospital expeee and the link between
hospitalization and moves to residential aged care.

Moving from open (hospitalization as significant experience) to axial couitegview
questions were adapted to explore perceptions about hospital experiences. Tivese inte
questions led to descriptions of hospital staff responses to residents, stragediby group home
staff and family members to assess and improve the quality of the hospita¢espeand the
consequences for residents, group home staff and family members. Theastmaigwas
facilitated through evolution of interview questions rather than selection cfipants.
Participants were subsequently asked to describe: a) the evidence theyms&d assessments
about the quality of the hospital experience, b) the strategies they used to irhprbesyital

experience and c) the consequences of those experiences. Selectivéedoingdentification of
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significant conditions affecting the use of strategies, including the inppactspital systems that
acknowledged the special needs of this population.
Findings and Discussion
Twelve of the 17 residents had been hospitalised at least once during the study.tidnahddi
resident was hospitalised just prior to the study commencing and all but one ohéneimg four
residents had been to hospital in the last five years. The overall hospitaliztgitor rasident
participants in this study, during a two year period was 76%. In addition to corgiprior
research, this study documented the extensive strategies used by fahghpap home staff
(carers) to improve hospital experiences for people ageing with ID. Aly faembers and staff
had consistent views and engaged in very similar strategies, they areetkasrdsingle group
and referred to as carers. We are however cogniscent of the very dif@agionships that family

members and staff had with the residents with intellectual disability.
Carers Perceptions of Hospital Experiences.

Perceptions of Hospital Staff Attitudes
Carers perceived staff to be generally uncomfortable with or indiffereiné toeteds of people with
ID. Care practices that did not acknowledge their special needs wepeated as indifference.
“...they don’t wash them. They don’t even brush their hair or clean their teeth. They dah&iput
glasses on them and they, it's just like it's too hard, go away” (aged cfiye sta

Although rarely stated directly, carers perceived that some hospitaatapeople with 1D
as having little value. Consequently, questions about whether a treatment should bedried we
often interpreted as suggesting that the patient was not worthy of receivingraalditatment.
“We had a guy here who recently broke his foot... | was told he was deemed unsoiitable
rehabilitation and | mean | cringed ...that was so far below anything tka vemsonable

expectation” (disability staff).
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Knowledge about Intellectual Disability

Some carers interpreted staff failures as lack of caring. Others sugdedtedhny care problems

were related to hospital staff having little or no prior experience and comskyouet

understanding people with ID. “I don’t think they have an understanding of anything in the

disability field, I don’t think they’re trained or given any information.disg@bility staff).
According to carers, some hospital staff openly acknowledge their lack of slaltitg ¢or

people with ID.

... S0 you have the hospital throwing their arms up in the air saying that they'relleat ski

to provide support for people with disability and then you have our issue with regards to not

having staff skilled enough to provide the support to ageing people. (disability staff)
While some people with ID were able to care for themselves in hospital, ntangetesupport
with self care tasks. Carers commented frequently about the failure of hosyitzes to respond
to those who needed assistance. The issues of greatest concern to familysnaechlo¢her
members of the cluster were around eating and toileting. Carers noted thaitsesete often
unable to access food and that hospital staff often failed to check whether nida¢ehaaten.
Food was often left unopened and uneaten, sometimes left in the room and sometimegapaken a
“When we visited him in hospital on his table was a bottle, a sandwich, unopened because he
probably couldn’t do it with the one hand” (family).

Carergdescribed people who were continent but had been diapered rather than being taken to

the toilet. Most often this was attributed to the inability of residents to ask &ddr tio the toilet
and the failure of staff to anticipate their needs. “...and the staff there had tontimeace pads
the entire time even though he’s continent and they were too busy so they just stuck hinthe pads
whole time”(disability staff). Sometimes residents were left iresigilyjamas for periods of time.

and they hadn’t even changed him, he’d had an accident and even when he came back from

hospital, his pyjamas were all dirty” (family).
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Predictable Routinesd/Vhile acknowledging the difficulty of maintaining routines in hospital,
predictability was described by carers as extremely importanbsispaople with ID relied on
routines and structured activities. Being left alone often led to strongpreaaesulting in
behaviour that was distressing to everyone. “Most behaviour is quite manageableyoQitest
need more structure, more consistency” (aged care staff).
Pain Managemeninability to treat pain effectively was a common concern expressearbys.
Several carers stated that pain would only be managed effectively if some@npresent to

‘translate’ and insist that the pain be treated:

I looked at her and | said, "What's the matter love?" And she said “Oh, Denisesjt hurt
hurts”. So | went to the staff and | said to them, Eileen’s in pain. Can you plelesasuna
that she gets her morphine ...... | came back from the meeting two hours later; dhmegs ha
pain control. ...And they said “Oh, but she hasn’t complained”. (aged care staff)

Failure to identify pain also led to disruptive behaviour, compounding the distress fgrrexer

Hospital Staff Communication

Descriptions of communication failures were pervasive. This was oftdoustilito lack of
knowledge about the range of cognitive abilities in people with ID and a failussd¢esathe
specific situation and respond accordingly. In some instances, diagnoses tanehtreptions were

explained to people who lacked the capacity to understand:

She was really upset when | went in this particular afternoon; | said “Whatimatter
Betty?” And she said, “The doctor he talks over of the top of me and | don’t understand and
he wouldn’t answer my questions”, so they’d had obviously a conversation about her ovarian
cancer and modalities of treatment over the top of her. (aged care staff)

In other instances, hospital staff incorrectly assumed that a patient was onaideitstand, failing

to give them information that would have been helpful. “They don’t understand that, just maybe, if

we give this person the opportunity he will actually, he can understand udjil{tlisdaff).
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Communication was also affected by the limited time hospital staff had tadnvath
patients. This was particularly problematic for people with ID who had diffieuith speech.

Carers noted the many misinterpretations of behaviour that expressed feiags, atepreferences:

©CoO~NOUTA,WNPE

They were complaining th&tatherinewas pushing them away, and | said: “Well that’s

13 because she can't tell you she doesn’t want to be hurt, or she doesn’'t want théonedioa
15 has to push away”, you know, didn’t seem to have registered with them at all. Yfamily
18 The concern of carers was magnified when people with ID were unable to ask foheyhaceded.
20 Many residents with ID were unable to tell hospital staff when theyedkesaimething, whether it
22 was for relief from pain, a trip to the toilet or simply to unwrap a sandwich. “@thes when

o5 she’s been in the hospital I've had grave misgivings about the amount of care thashahd just
27 because she doesn’t call out, or know to push a button or anything...” (family). Misstitey

inability to speak as not understanding was also noted by some carers:

32 ... . so if you lack the power of speech, often you pick up straight away if someonegisabei

35 bit agitated with you ..., what we’d normally call in common parlance, pisseldeyffltpick

37 it up straight away and pick up that agitation and it will feed into their behaviour ... and they
get a bit pushy ... and before you know it they’ve thrown something or pushed the trolley over
42 or tried to abscond. (disability staff)

44 Failing to heed carers’ advice often led to poor outcomes for residents. Fgiexaman with ID

was brought from the group home to hospital with a badly infected neck. He had, over ailmhg pe
49 of time, refused to have bandages on his skin. This information was imparted to nufsimgcsta

51 applied the bandages as they would with any other patient, carefully instructimgtiiontouch

54 them. The resident immediately removed the bandages:

| said: “He will pull it out, please, don’t do it"...“Oh no, no, no, I've got to do it, got to do it”,

59 and she did it, and of course as she put the last bit of strapping across it, whoop, out it came,
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he just let go of my hand, which | had no hope of holding, and grabbed it and threw it across
the room and back they came and wanted to bandage his neck. (family)
Carers frequently identified concerns about the lack of attention paid by hositial gtair
descriptions of residents’ fears and phobias and warnings about residentshss@ctertain
approaches. Explaining a catastrophic response from the resident, one family sethb&He’s
got a phobia of spaces and windows and that sort of thing”. This background information was
ignored, with the doctor refusing to move away from the window to examine himilyja
Carers attributed many of the challenging behaviours exhibited idgmées to the
communication failures, lack of structure, and staff discomfort described abovwenddostanding
what was happening to them, being subjected to uncomfortable, frightening or peatfulnts,
and sensing someone’s discomfort, led to fear, confusion and often disruptive behaviour.d4¢ow the
fears were managed had significant consequences for the resident and $taipitaxplaining the
source of behaviour that hospital staff found difficult, one family member said:
.. she doesn't like being there, because people hurt her there and she doesn’t understand why
they’re doing it, and you can’t explain it to her, she doesn’t have any concept ofstoSlye

about two or three, intellectually. (family)

Early discharge

Many carers believed that disruptive behaviour resulted in early discharge:

... they end up being so distressed because none of that happens but the client ends up getting
so distressed that either the hospital discharges them early or we end updaeimd) staff
in to sit with that client which we’re doing today .... because he’s so distresseadhilfth
staff )
Carers believed, and were sometimes told, that the patient was beinggéidakany, that the
group home was better equipped to provide the care. Formal discharge plans suggested that

hospital staff had a misunderstanding about group homes and what they could providey @ontrar
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assumptions found in many discharge instructions, group homes did not have staff availadple dur
the day, and group home staff are not trained to manage illness or provide trealitenetsvere

several reports of group home staff being pressured to take the resident honeetlugispiiability

©CoO~NOUTA,WNPE

10 to provide appropriate and 24-hour care. Refusal to accept a patient who needed ongoing care
12 sometimes resulted in a referral to aged care. Group home staff often viesnasla threat.

15 Carers described a general inability to gain the information from hoshiffalhsty believed

17 was necessary to care for the resident post discharge. Not knowing who to ask, nableciog

find the right person, and convincing hospital staff to share information were aibeesas

22 difficult. This was particularly compounded by confusion over who had authority tvequévate

24 information, the family or the group home staff. “You can never find anyone who knowsnanythi
and I'm not allowed to look at her file to find out information, it’s very difficult whenghgent

29 doesn’t speak” (family).

32 Positive Experiences and Systemsthat Worked

34 Contrary to the situations documented above, there were instances in which cardrediesry
positive hospital experiences, and the time allotted for procedures had been extended to

39 accommodate people with intellectual disability. The positive experieticescurred in three

41 hospitals that had clear policies, resources and systems in place to addnessidheeeds of

44 people with an ID. Several staff demonstrated an understanding of people \aglhBy adapted
46 the way they communicated with patients who were not verbal. “She (dental spesad if it is
48 uncomfortable and it hurts put your hand up ... she was so patient” (family). One hospital,

51 recognizing the fear related to unfamiliar places and procedures, arrangjeel person with ID to
53 be brought in the day before admission, taken around the hospital, introduced to people who would
be involved in their care, and told what to expect. “We were well catered ®ospegialist) all the
58 way through, everybody was very, very helpful from the anesthetist right theauge got on very
60 well” (family). One hospital had an early discharge policy for people witlPEDtnering with post

discharge carers, the hospital staff provided training, post discharge support and hddknma
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visits, shortening the hospital stay while continuing oversight of the recoveryalldvied group
home staff to cope effectively with the situation. One agency manager satw&ve done

some cross-training with the hospital staff in various things so that’'s soetped” (family).

Strategiesto I mprove the Hospital Experience

In hospitals without clear policies or systems to support people with ID, cavetsled strategies
to minimize the stress of hospitalization. Some strategies were maoessfut than others. We
detail four strategies in the following section.

Being Present

Many carers spent as much time as possible in hospital in an effort to midistizss to residents.
Being present was intended to convey caring, provide emotional securityafadieatments and

prevent premature discharge.

Well my husband and | watched her for the week, and there was somebody withiHeer al
time. .... to get it done properly without any complications and things and it did work.

(family)

...it's good for a client to have a staff member with them so that they are naijlgeried

and they’re with someone familiar .... (disability staff)
Being present was difficult for many family members who were older andifrd for siblings or
nieces who had other commitments. However, despite the difficulties, fanmtpeng often stayed
for long stretches to assist with daily activities such as eating andgildtmade sure | was there
during eating time because | wanted to help him” (family). Helping netsdbrough medical
procedures was also a reason to maintain a presence in hospital. This includegl ttemaésident
so that treatments and procedures could be completed or in some cases actualyeaitigithie

treatment.
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The nurse came and she tried to take blood from him and because he wriggled his hand, she
said come here quick and help me. So | went around to help ... and | held him so she could do

it. (family)

©CoO~NOUTA,WNPE

10 In responding to loss of daily routine, especially for residents who weremaligh to be up,

12 carers often stayed to keep the person engaged and prevent boredom. This was particularl

15 important for people who tended to become disruptive on the ward or wander away.

17 Finally, being present allowed carers to explain procedures to residentsstdaspital staff

in making the environment less frightening, and to translate what resideptsyireg to

22 communicate, minimizing fear, confusion and disruption. For the most part this wateced$y

24 carers as an effective strategy. Staff, particularly those who had knovesithent for a long time,
often assisted residents in hospital on a volunteer basis because there was tro bodgethe

29 cost. They claimed they had become attached to the residents and felt ticauttdeyot leave

31 them without support.

34 If a client needs to go to hospital and need staff with them that that’s jusha §ee |

36 know that we will either, we will have to harass and do it on a volunteer basis whichves, we
38 been here a long time with these men and | don’t care about that [volunteering] anddeeithe
a1 the other staff ... .(disability staff )

43 Information packages.

To prepare for the hospital stay, many carers developed ‘communication acfea’sdaminated

48 sheets or even elaborate booklets. This was considered particularly importanhe/harer was

50 unable to be present during the hospital stay. There was considerable consistergcihase
packages, often including descriptions of how residents communicated, what wa® likebet

55 them, responses to stress or fear, ways to calm them, things they were daliier themselves.

57 They also contained information about the person’s usual medications:

60 We tell them how the person communicates, we tell them any ongoing health needls, we t

them you know their likes or dislikes. How they like to be toileted, how they eat, ié#tey
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we’ve had a man with a peg feed go into hospital and the nurse tried to stuff a banana dow
his throat. (disability staff)
According to carers, hospital staff rarely showed any evidence of haadghe materialsvhich
increased carers’ efforts to be present during the hospital stay and tmessdatnot being able to
stay. “So they get that information, but then like you say if they don’t follow helf ton’t read it,
and they don’t do it, it doesn’t matter how good your information services are, if peopiesdah’
them...?” (aged care staff). In an attempt to call attention to the informadi@rs sometimes
taped vital information to the wall or to the person’s bed, assuming that everyone eii|caad
read it. “We actually even did up a book that we hung on her bed which said, ‘This is what | like t
do, this is what | like, if this happens, this is what you can do to help me out™ (disatality
Carers described experiences that were distressing for thentesaters and hospital staff
that could have all been avoided if the hospital staff had read and used the information:
We told them ... you must not leave her dishes or cutlery on the table once she’s finished, |
even had something printed up and heat shrunk it into a clear envelope and taped it up over
her bed and yet we were being rung and told this patient is uncooperative, throws Iser dishe
and | said just lift your head six inches, read what’s typed up in big lettersvaachs you
not to leave the bowls and so forth on her bedside table or trolley after she’s finished.
(disability staff)
One of the difficulties with this strategy was that hospital staff wenérually changing, so even
if one staff member read the material, the next may not.
Partnering with hospital staff
Many carers attempted to partner with hospital staff. Partnering edqlistening and being
listened to, solving problems together, using information provided by carers, respardiitiyealy
to information about likes, dislikes, fears and idiosyncratic behaviour of thengsidd sharing
important medical information. Sometimes partnering involved staff listeningeapdnding to

carer explanations about how to approach in a way that would not frighten the resident:
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This gentleman needs to know what you’re going to do because he thinks you'réoguiing
him before you've even started. He needs that time and when they plastered hlogkbdy

at me and she was, the poor girl was quite young and | said it's okay, he’s notgmimg t

©CoO~NOUTA,WNPE

10 you, but you need to give him the time. (disability staff)

12 Sometimes partnering meant that the carer, guided by the hospital stefllyazrried out a

15 procedure:

17 The [eye doctor] was relying on me to get him to put his head up here, get him to do this, get
him to do that, and like she had to put drops in his eyes first. ... She is saying, “Well you
22 open his eyes and | will put the drops in”. He is going, “No, no, no | want...” He calls me
24 Chook. “Chook puts the drops in”, he says. | said, “Okay Chook will put the drops in”.
(disability staff)

29 Partnering sometimes involved carers and hospital staff working togetpeaptare the resident for

31 the hospital stay. For example, one group home manager described how hoffiadt stae

34 actively involved in partnering prior to admission in order to minimize the ressdaistress.

36 ...we rang the hospital first of all and discussed the situation... ... SO we organizedrfor ... hi
38 to come over and visit and he was pretty anxious and apprehensive about that... We wanderec
a1 through the ward, explained what was going to happen. (disability staff)

43 Sometimes family or other carers were asked by hospital staff to atortbé hospital to help with

the care of the resident: “They ring and say will you come and sit with hitr@intentionrand

48 ability of staff involved in the care of the residents to share information and to ceowéhaand

50 respect each other’s skills and knowledge was seen as essential fduttimnein stress of a

resident during a hospital stay. Partnering required both giving and receifdngation.

55 A most important component of partnering was actually participating in decisaking.

57 Being given information without being involved in decision making was not seen asesuffig

60 most carers. Several shared their distress over not being involved in decisionbabesitient,

about discharge, treatment and ways of dealing with residents’ fears andaedidisybehaviour.
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Being notified in advance about decisions that would be made, explaining the situadioguiage
that could be understood, and allowing carers to participate in problem solving hiexgoaiant,
but rare. The most negative experiences were those in which decisions weentiratieby
hospital staff, and carers as well as residents were expected to justgonal matter how
inappropriate they believed the decision to be. In these instances, carersloftewdrless to
resist what they saw as intimidation by powerful figures. Carers felathianes they were ‘rail-
roaded’ by hospital staff to agree to something they did not think was in the besdtgtd the
resident.
Advocating
Some carers took on an advocacy role. One common issue requiring advocacy is timing and pos
hospital location, particularly preventing premature discharges and moves to getleare were
instances where group home staff in particular, stood up to hospital stafhop$isti a discharge
decision be changed. “... we ended up threatening each other she stated that sheyi@apgboi
Danielle in an ambulance and drop her off and | stated to her well we're not goctgpd aer and

if you do that I'll call the police” (disability staff ).

Advocating was only partially successful. It was not undertaken lightjusecamily
members as well as group home staff, were reluctant to take on this role beesissed they
were intimidated by the medical profession and/or felt that their level of kdgelwas inadequate
and they were sometimes unsure of their legal standing. All serious attempsniyedescribed by

staff.

Impact of Ageing Family Systems on Strategies

Because parents and siblings were elderly, staying for long periods oésipezially over night,
was exhausting and debilitating. Siblings often had work and family commitmegetssbme
distance away, and often had chronic illnesses. Despite this, many famibensdned to stay

with their disabled relative as much as possible.
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When there was more than one family member or group home staff involved, they often took

shifts. “Staff initially goes with him and then | go in and take over. | sty through until he’s

out of the hospital ... if he’s in there for a length of time” (family). When famigynbers were

unable to stay, group home staff often volunteered personal time to stay withdeatress

hospital stays became extended, however, it became increasingly difficstiff to do this.

Group home sometimes rostered staff to stay with the resident in hospital. dfBeneour staff

stay with them the whole time but if they're actually admitted into hospitahfpteangth of time,

we actually roster staff on to go and sit with them for a couple of hours everydisafiility staff).
Rostering staff to stay for extended times required group homes to find additaffal

creating financial stress for the agency. Well as long as it’s shoritte [funding] not a problem.

We just manage to, oh well, you know, they’re in hospital, can someone go and spend a couple of

hours or something like that, we do” (disability staff ).

Conclusion

This study confirms the findings of several previously reported studies documstafingnd
family distress about to poor support and treatment people with intellectualitlisabiive in the
hospital system (Gibbs, Brown & Muir, 2008; ; lacono, & Davis, 2003; Lennox, Diggens & Ugoni
2000; Mencap, 2004; O’Hara, 2006; Wallace & Beange, 2008). It adds insights into théestrateg
carers use in their efforts to improve the hospital experiences for peoplateitbctual disability,
documenting 1) strategies used in anticipation of a hospital stay (when the htaspitaptanned),
2) how carers attempt to influence the care, 3) the evidence that carerassest the quality of
care, including whether the hospital staff has heeded the advice of the carer, and 4) th
consequences of using those strategies for the patient, the family memalée group home staff.
Although not explored in depth, the study also provides insights into the impact of sysiems t
deliberately take account of patients with an intellectual disability.

The study reported here adds to that literature by providing insights into fiiahos

experience of residents in group homes and the issues that arise as eanpts@ttinediate their
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care, in a situation where the family system is ageing and residentsrasesingly reliant on group
home staff for primary support. While past research has documented, the vigilgparemtg of
hospitalized children, and their need for continual presence, this study has ex&mined t
experiences of carers of ageing people with intellectual disabilityileWwonstant vigilance and
participation in hospital care is stressful even for young parents, aged pacerdgsiditional
challenges related to their own health issues. Siblings were generddlg tmaubstitute
adequately for the absence of parent carers as they often lived at some diistartbe group
and/or the hospital, had conflicting commitments and were often less connecteretidbet than
parents. Finally, relying on low wage group home staff to volunteer their pktisoado stay with
residents in hospital raises serious ethical questions and seems untenalyttes af care. Hiring
group home staff to stay with residents in hospital strains the budgets of group homal, and w
become increasingly difficult as more residents age.

Although only a small subset of hospitals had implemented programs spsctbticall
accommodate people with intellectual disability, this study suggests thasystems are possible
and effective. In particular, the efforts to reduce fear and the responsasdoddahe deliberate
early discharge that was effectively supported by the hospital seems teona@otential for
group home residents. This would involve a rethinking of the role of group homes and the skills of
group home staff as well as clearer and more effective articulativmedethe ageing and
disability sectors, as others have suggested (Putnam, 2009).

In an Australian policy context where social inclusion is high on the agenda andtbee of
aims of the 2002- 2012 Victorian State Disability Plan was to take the lead in ingpthei
accessibility and responsiveness of public services, this study drakes fattention to the failure
of the hospital system to adapt and accommodate to the needs of people with intdikadtildies
(Department of Human Services, 2002). It suggests the need for specific genemitratives to
address this issue and highlights the need to carefully study the prograemélgim place to

support hospitalized people with intellectual disability, learning from whatsaemd what needs to
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be done differently. It also indicates the need for further research on post hespitad group
home residents and the long term impact of having (and not having) hospital systgmesdisi
support people ageing with an intellectual disability. Finally, the stuslydeatified some of the
challenges faced when multiple carers are involved and the authority to makendasisiot
clearly vested in any individual. There is need for both research and policy developnueiness a
the complexity of decision making under such circumstances.
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